Background: Although parents experience the death of adult children diagnosed with cancer, most of the literature on adult child death has examined the issues of violent death or suicide. Where death from cancer has been studied, the focus has been mainly on psychological outcomes. Little is known about parents' experiences with this phenomenon.
INTRODUCTION W
HEN THE TERM dying child is used we tend to think of a dying preadolescent, and this is the approach taken in much of the literature on the death of children (for a review, see Black 1 ). But many adults have parents who are living, and the experiences of parents of dying adult children have been comparatively neglected in the medical literature. This is surprising, because figures quoted indicate that nearly 10% of parents have lost a child when they (parents) were over the age of 60, and a woman aged over 65 with a son has a 25% chance that her son will predecease her. 2 
LITERATURE REVIEW
A MEDLINE search of the English-language literature, using the words bereavement, grief, anticipatory grief, parents, infant, child, adult, mother, father, adult child, loss, cancer, and death, identified 19 papers published between 1966 and 2002. [2] [3] [4] [5] [6] [7] [8] [9] [10] [11] [12] [13] [14] [15] [16] [17] [18] [19] [20] The limited evidence indicates that approximately one third of adult child deaths are anticipated, 3, 4 but most studies of adult child death have focused on the postdeath period [2] [3] [4] [5] [6] [7] [8] [9] [10] [11] 14, [15] [16] [17] [18] [19] [20] and have dealt with sudden, violent death, such as in war, 5, 6 motor vehicle accidents, 7, 8 and/or suicide. 7 Three studies addressed the aftermath of death resulting from chronic disease, [9] [10] [11] and two addressed the effect upon parents of having a terminally ill adolescent or adult child. 12, 13 Four papers addressed the predeath period in some way. 9, 11, 14, 15 Although there is much self-help material for the parent of a dying juvenile child 21, 22 there is little for or about the parent of a dying adult child. We found one resource for parents who had experienced the death of an adult child. 23 The vast majority of studies examining the impact of adult child death on parents have been less concerned with the general experiences of parents, and focused upon predetermined factors, such as reduced social functioning, 3, 16 prolonged/abnormal grieving, 8, 9 psychiatric morbidity, 3, 4, 7, 9, 11, [16] [17] [18] and increased parental mortality. 15, 16 While these works have provided insights into the experiences of parents who have lost adult children, they have failed to capture the lived experience of the parents. A notable exception is the study conducted by Cacace and Williamson, 10 which addressed parental life experiences after losing an adult child to cancer. They identified five themes: personal disruption, unnatural survivorship, isolation, reminders, and coping strategies. Included in these themes were categories describing the parents' sense of helplessness, the wish to talk about their child (but to do so upsets friends), and how one never forgets the child or the experience. Sander's study claims to support Gorer's oft-quoted statement that the loss of an adult child is the hardest loss of all 19 but her paper does not provide the evidence for this statement. 18 Gorer also says that the death of infants or young children does not seem to have anything like the same emotional impact as the death of an adult child. 19 Previous work suggests that the death of an adult child impacts the physical and psychological health of bereaved parents. Moss et al., 2 in a paper that is a mixture of literature review and experience, stated that 25% of admissions to their geriatric unit are a result of death of a child or child-in-law, and 15% of a sample of 90 patients receiving psychotherapy had experienced the loss of at least one child. The authors comment also on the parents' sense of untimeliness of the death i.e., their child's death preceding their own death, confirming the findings of Cacace and Williamson. 10 Gilbar's questionnaire study found that the parents of an adult child dying of cancer have to accept a role as secondary caregiver (to the spouse), and recommends psychosocial intervention to help them adjust to this unaccustomed, subordinate role. 13 Several authors have studied depression in parents bereaved of an adult child, 3, 4, 7, 8, 11, [15] [16] [17] [18] finding, with the exception of one study, 9 that all parents had some level of depression. Lesher and Bergey 16 found that the level of depression was unrelated to the time since bereavement. Although many studies have shown poorer health and/or increased use of health care services, 4, 8, 11, 16, 18 not all have shown any increase in parental mortality. 5, 15, 20 In particular, Levav's two studies produced opposite results. 5, 15 There is consensus in the literature that the duration of the grief experience of parents who have lost an adult child is prolonged, 2, 8, 9, 16, 17 in some cases for decades. 2, 16 Miles' study 11 comparing the grief of parents bereaved by a child's sudden death, or death following an illness, found no difference in the parents' emotional or physical symptoms.
Given that the literature shows what a profound effect the death of an adult child has on parents, it is remarkable that the subject has not been more researched.
METHODS
Approval was obtained from the Ethics Committee of the Western Health Care Corporation (Newfoundland), the St. Boniface Hospital Research Board, and the University of Manitoba Research Ethics Board. A convenience sample of parents of persons over 21 years who had died from cancer more than 6 months ago was variously identified. The Newfoundland subject was a friend of the interviewer. In Manitoba, because of the Personal Health Information Act, health care staff from the palliative care service in Manitoba were asked to recall young adults who had died of cancer, and in whose care they had been involved. The health care staff then contacted the parent(s) to request permission for the interviewer to approach them for an interview. All subjects recruited in this way had been referred to the palliative care service. Also in Manitoba a request was placed in the local newsletter of "The Compassionate Friends" for volunteers to take part in the study. One subject was recruited in this manner. Those who agreed to an interview signed an informed consent document.
Parents of 17 adults who died from cancer were asked if they would agree to an interview. Seven declined because they were either not yet ready to relive the experience or because they did not think that they had anything to contribute. The 10 interviews were conducted with 3 couples, 6 mothers, and 1 father. The relevant demographics are shown in Table 1 . The Newfoundland interview took place 6 months before the first Manitoba interview, where data collection and analysis occurred concurrently over a period of 2 months. Interviews were conducted by one researcher (M.D.), recorded on tape, and transcribed. Eight of the 10 interviews (45 to 70 minutes) took place in the parents' home, and 2 in the interviewer's office. The interviewer, (M.D.), ensured that the parents were aware of his status as a trainee in palliative medicine, and that he was researching the experiences of parents who had experienced the death of their adult child resulting from cancer. The interviews were semistructured. Five broad questions were asked (Table 2) , but the interviewer explored themes that emerged, and at the end of the interview asked the parents if they had anything else to add. As the study proceeded, any themes from previous interviews were incorporated into the interviewing process. Field notes describing contextual elements about the interview were recorded by the first author at the end of the interview and appended to the transcript. By the 10th interview the subjects were not providing new information, and neither had anyone contradicted another's reported experience, although the sampling method and interview methodology means that we cannot be sure that we have representation of the experience of all parents of dying/deceased adult children.
METHOD OF ANALYSIS
Interview transcripts were analyzed using latent content analysis and constant comparison techniques. 24, 25 In latent content analysis passages are reviewed within the context of the entire interview to identify themes and code the intent of the section and extract the meanings within the context. Using the constant comparison process each piece of data is compared to all the other data. Words or phrases that captured the meaning within a section of text were written in the margin of the interview transcript. Units of data that were heuristic and were the smallest piece of information that could stand alone were coded. Coding labels were continuously compared and discussed to determine the extent of agreement among coders, using a consensus method of coding agreement. Analysis continued until all categories were saturated (when no new information on the characteristics of the category were forthcoming). Operational definitions were written for all major categories and subcategories.
Several steps were taken to ensure the rigor of this project. Three of the investigators (M.D., S.M., J.B.) independently coded the transcribed interviews using an open coding approach, 26 and then compared their results. There were no major discrepancies, and any other differences were discussed until full agreement was reached. As themes emerged opportunity was taken with subsequent interviewees to verify the theme. Emerging themes were regularly discussed individually and as a group with all other investigators. M, married; D, divorced; R, remarried; W, widowed; S, single; CL, common law relationship; Mo, mother; F, father; Ch, children; Si, sister; B, brother; Ma, male; Fe, female.
After the preliminary analysis the findings were presented to a group of palliative care and psycho-oncology health care workers at a recorded presentation, which was reviewed afterwards. The study findings were in agreement with their experience, and relevant comments were recorded to be incorporated into the final model.
RESULTS
Data analysis revealed that there were two phases inherent in the experience of parents losing an adult child to cancer: (1) being the parent of a dying adult child and; (2) being the parent of a deceased adult child. Four major categories were associated with the first phase of this experience: (1) the terrible experience; (2) tension between the parent and the autonomous adult child; (3) transformation of the parent role; and (4) managing strategies. The subcategories contained within each of the major categories are illustrated in Figure 1 .
Phase I: Being the parent of a dying adult child 1 . The terrible experience. All parents interviewed for the study had been aware that their child was going to die, and invariably characterized their experience as "terrible." This was because of several factors. First, parents described the illness and ultimate death of their child as being very untimely and unfair, both in terms of the life expectancy of the child and the natural order of survival. One mother sadly commented, "His life was just beginning," and another said, "My kids. They're not supposed to die before me." Not surprisingly, there was a wish expressed by parents to change places with their child. Said one parent, "Although it's not happening to you, you wish it was." Second, parents felt "alone" in their experience because others were simply not able to fathom or fully understand what it was like to be the parent of a dying adult child. A mother said, "Noone can really, uh, feel-know how it really feels," and a father summed up the experience saying, "You've got to walk in those shoes-terrible shoes to walk in, you know."
A final factor concerned the sense of utter helplessness that parents felt in the face of their child's terminal illness. As one mother said, "When your child is sick, you do everything you can to make them better." Another mother commented, " . . . What can you do? And you can't do anything. You just stand by." The experience of bearing witness to the progression of the illness, and the helplessness that it engenders is captured by this father's comment, "We sit and we watch it. And we watched K. just slowly deteriorate." Another father described his sense of helplessness when his son asked, "Dad, how do you prepare to die?" This sense of helplessness expressed by parents stood in stark contrast to the active, effective caregiver role that they assumed when their child was young and was hurting: " . . . you can't pick her up as a baby and say come on, I'll kiss your booboo good-bye."
Tension Between the Parent and the Autonomous
Adult Child. By virtue of their age, adult children are autonomous beings. This autonomy was problematic for parents on several counts. First, despite the age of the child, the role of parent was an enduring one for the participants in this study. Said one father of his adult daughter, "When I looked at her, I saw her as still a young girl-a babe." A mother stated, "I'm still his mother. Until I die, I'm still his mother." However the parental need to do all they could for their dying child and the impulse to "take control" clashed with the principle of honoring the adult child's autonomy. Not surprisingly, tension between these two competing and incommensurate needs was distressing for parents.
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The changes and uncertainty in the parental role arising from child autonomy were further magnified when the adult child was married. In this context, a mother commented, "What I found really difficult is where was our role? Where was his wife's role?" The father of the same child added that because of the presence of their daughter-in-law, "[the physician] didn't really know where he stood in relation to us."
Parents whose child was not married nonetheless recognized they would have taken second place to a daughter or son-in-law had one been present, "If he had had a wife, then if there had been any discussion or any involvement, that would have been her place." Second, honoring their adult child's autonomy resulted in some parents feeling that they were not able to obtain the information they wanted regarding their child's illness, either from their child or health care providers. One mother said, "I really would have liked to have spoken to some of the doctors. I didn't feel I should interfere or call them because I felt [son and wife] were in control of all this." One father said quite simply, "He would disclose to us what he wanted us to know," and one mother described how her daughter, " . . . didn't want anybody else to know until she gave the go-ahead."
Transformation of the Parent
Role. This category describes the manner in which the parents recognize that they cannot "parent" a sick adult child in the same way that they would parent a sick minor. They have until now accepted their child as an adult, perhaps in many ways an equal in status to them. Now that their child is so seriously ill, they experience a desire to provide the care, nurture, and protection for their child as if he/she were still a minor. Their adult child is unexpectedly seriously ill, but they are unable to care for their child as they want to, so they transform their parenting role to accept both their child's illness, and autonomy. The factors influencing the manner of the transformation include: the child's marital status, and, as discussed above, the parent's relationship with the child's spouse (if there is one); quality of child-parent communication; relationships within the family (particularly with the siblings of the dying adult child); the parents' social relationships (particularly at work); and knowledge and/or information about their child's illness and their personal experience.
The parental relationship with the child's spouse, if present, is undoubtedly complex, and this study was only able to identify some of the more prominent issues in the relationship. Parents described both the one husband and the two ex-husbands in the study as accepting, if not welcoming, of their in-laws' involvement, and a young (age under 20) daughter-in-law also accepted her mother-in-law's involvement. One mother said of her daughter-in-law, whom she acknowledged as having priority as caregiver and, sometimes, decision-maker over her and her husband, "I felt we supported each other [when things were bad]." But, she also described "little riffs" between them at times during her son's illness. Overall, the parents acknowledged that their child's spouse had priority over them (as caregiver and decision-maker) and adapted their parenting role accordingly. For all within this sample, the relationship was mutually supportive, but not without tension at times.
The quality of parent-child communication, both during the illness and preceding it, influenced how the parents transformed their role. Parents who described being a close, communicative family ("We were always close"; "We have always been honest with each other") described less difficulty in talking with their child than those parents who did not describe such preillness open communication. The interviewer was left with the impression that the parents who were able to talk with their child about their illness and approaching death were able to be closer and more supportive to their child, satisfying the desire to parent. But, as one mother said, "Don't talk just about the illness. Talk about her-how much she needs to do to settle things."
In contrast, a father complained that, during her illness, his daughter, "Wouldn't say much to us really," and a mother commented that her daughter regressed to being a little child, and became noncommunicative. In some cases the degree of communication varied between the child and each parent. One father stated that his daughter seldom talked of "not going to make it," but his wife said she had done so with her. The impression was that with poor communication between parent(s) and child, the fulfilling of the parenting role was more passive, compared to the active form when communication was better.
Two parents commented on their regret that their child was extremely drowsy, or even unconscious, in the last days of life so that they were not able to communicate. In both cases communication had been good both before and during the illness. The parents attributed the reduced level of consciousness to the drugs that were being used to manage physical symptoms. A mother lamented, "You never really got to say goodbye." A father was also regretful, but more understanding and philosophical, "She wasn't suffering. But it took away her conscious level. So which is better?-I don't know." Some parents, especially fathers, were uncomfortable talking with their child about the fact that they were going to die. One father admitted he was denying what was happening, "And I says; J., what-what are you talking about, dying. Don't talk like that, dear." But other parents stressed how important it was to talk to them about it and related issues, "Talk about it with each other as she and I did."
The effect of the adult child's illness on the rest of the family also varied. Sometimes the child's illness drew the family closer together, with the children and parents mutually supporting each other. A mother described how, "One [referring to the children] stood by the other." It was also evident that they supported her and enabled her to have a parental role to the dying child.
But in other cases the other children could not talk about their sibling's illness, tending to avoid the subject, which was very upsetting for the parents. One father got very angry that his other children were discussing their holiday plans while their brother was dying, "-everybody was talking about where they were going on their winter holiday. I guess I shouldn't have been so sensitive but it just made me really mad."
In social relationships outside the family, particularly at work, some parents found that the topic of their child's illness was avoided, and there was a tendency for social contacts to disappear. Although limited, the data suggest that experiences for parents in urban versus rural communities may be different in this regard. Compared to urban settings, social support, from friends, church, or neighbors in rural communities was much more likely to be forthcoming. A father described this, "You live out in the country-like, you know everybody too. So it's a little different than from the city."
The result of the transformation was that the parents now enacted their parental role in a different way. Although in the past they might have assumed a direct and active role in the care delivered and treatment decisions made, they now were present in a different way. Participants interviewed for this study indicated that it was very important for them to "be there" for their child. They were "standing by," ready to do whatever they could for their child. Being there and standing by while in service of the needs of the child also served another purpose: that of reducing parental regret in the bereavement period. Parents said that they had to "be there" so that after their child had died they would not have any regrets over not having done everything they could, or that their child wanted. Typical comments (these both from mothers) were to, "be there as much as you can," and, "I did everything I could do." A mother said, "I found that even though I had certain needs, I bowed to her needs. And-because that was the only way I could live with myself afterwards."
The parents' knowledge that their child was going to die seemed to be both an influence on their transformation, and also, as described later, a strategy used in their role transformation. Many parents described how difficult it was to accept that their child would die, even though they knew that it was going to happen. One mother summed it up concisely, "You felt in your head you knew what was happening but in your heart, we couldn't accept it."
Many parents described how they "hoped against hope." The parents of a daughter who had died explained that "even at the very end-. You're always hoping for hope." A father said, "You don't want to give up six months ahead of time," but a mother stated that, "There's no point in thinking it's not going to happen." One couple disagreed, the father claiming that, "There's always hope," but his wife countering with, "No, there's not."
Parents were ambivalent about being told that their child was going to die. They seemed to want to know the fact, but were not sure that they wanted to be told, "I really don't think that I'd want to hear that from the doctor, because thenmy hopes are all gone," said one father, but a mother thought, "Maybe we need to hear that." Some parents wondered whether it would have been easier to lose their child suddenly, such as in an accident, rather than knowing in advance what would happen. One of the interviewees unexpectedly revealed that she had experienced the death of a daughter and son-in-law in a motor vehicle accident during the latter part of a second daughter's terminal illness. She did not think that there was any difference in the loss experiencethey were both equally terrible.
Knowing that their child will die raises the challenge of how to spend the remaining time together. A mother put this very well, "Enjoy every-every minute. Don't waste the life in the hours and the days you still got." Sadly, not all parents were able to do this.
Managing Strategies.
Parents who knew that their child was going to die used various strategies to manage the transforming of their role. These included looking for support from professional and nonprofessional sources, in terms of emotional support, information and practical assistance, as well as recognition by health care professionals as to who they are as parents. Many parents searched avidly for information, either independently or, initially, with their child. For some faith and religion help them manage to go through the experience, but others are more dismissive of religious practices.
Parents appreciated the acknowledgment by friends and work colleagues of the fact that their child was dying. A father said, "You need other people to . . . to acknowledge-that they are suffering a loss. I don't think there's anything you can say to people at a time like that that's going to change anything." The same father also described how his work colleagues would talk with him about anything except his son, even though he and his wife, "-wanted to talk about this but nobody was asking." A mother also stressed the importance of being able to talk, "Sometimes I feel that all you really needed was someone to talk to, and maybe have a hug." Again, as mentioned earlier, parents from more rural areas described more nonprofessional support than those from larger conurbations.
It was clear from this study that the receipt of professional support/counseling was important to parents. Although they still described the experience as terrible, parents who received support felt that this intervention helped them considerably, "She walked us through the next few months," said a father about a psychosocial counselor. One couple were offered counseling support but declined it. They nonetheless appreciated the offer. In contrast a parent who was not availed of such support commented, "There was no real effort made, you know, to care for us-. They weren't concerned with us." The availability of support and counseling seemed to be particularly important when the child's plan of care shifted from a curative orientation to a more palliative focus: A number of parents commented upon the sense of abandonment they felt when "curative" treatment was terminated, and their child was deemed palliative. One mother commented about this time, "I would have liked to have had somebody there to talk to-because my-ah-I had to change the way I think." Another mother commented on the change from "active" treatment to palliative care, "It's like you were divorced," and "-to be just alienated at a point in time where she was so sick." No other parents described such a dramatic transition, perhaps because they were able to anticipate the move to palliative care.
Many parents expressed their disappointment that health care professionals did not acknowledge them, or directed inappropriate, unintentionally hurtful remarks towards them. Unfeeling comments to the parents were hurtful, of course, but even well-meant comments could be annoying, as a father described, "I would get nurses coming up to me and they would say the phrase of-ah-'Oh, and she's so young.' I hate that. What's that got to do with it? It's got nothing to do with it."
In contrast, other parents felt they were "part of the team." Even when not acknowledged by the health care team, most of the parents in this study appreciated the care that their child received, "I found the nurses very good in their treatment of [daughter], but they tended to ignore me." Overall it seemed that the smaller community hospitals recognised and supported the parents more than in the larger academic centres. No parent made a direct comparison, and indeed parents were generally prepared to excuse the larger centres for being "too busy." These comments from one couple are typical, "The [local] hospital was wonderful," with respect to the support they received, compared to the tertiary teaching hospitals where, "We never spoke to the doctors."
Although the move to palliative care was traumatic for many parents, several commented upon the better support and recognition that they then received. However, some parents did still feel excluded by the palliative care staff. Overall though, it was a relatively positive experience, as described by one mother, "Then she moved to palliative care. And the nurses over there were excellent."
Information about their child's illness was very important to the parents. Several mentioned that they "became experts" about their child's disease, and the treatments available. There were different types of information that they wanted. Many parents sought the information about their child's diagnosis on their own, but often it was with, or even via, their child. But also, parents wanted to be kept informed about the progress of their child's illness. The autonomy issue was relevant here, and some parents allowed information to come to them through their other children, or sometimes through the child's spouse. Other information sought, especially in the later stages of the illness, was what to expect as their child's condition progressed.
A father described how, "We bought the books-Went on the Net, you know-Looked for all kinds of stuff. Anything-you know, anything that might have-helped." When the parent was the primary caregiver, information was very important, but not always easy to obtain. One mother when asked if she was kept informed about her son's progress replied, "I made sure I was." Another mother appreciated the fact that, "The hospice workers would tell me what to expect next and that sort of thing."
Parents commented upon both their own and their child's faith. Parents with a strong faith were able to find some sort of comfort. One mother said, "God makes no mistakes," and another said, " . . . I think where she was going was such a greater reward than keeping her here. And so I think that sort of gave me peace . . . . " But her husband was not so comforted, " . . . I had been religious all my life, okay-But all the prayers in the world couldn't help this kid. And made you doubt . . . " And yet another father was ambivalent about his daughter's faith, "She thought it (mass) was going to help, and that made us feel good," but he was less optimistic, "I even said it. This ain't going to help her."
Phase 2: Being the parent of a deceased adult child
After the adult child dies, the second phase of the experience begins. Categories identified in this phase were similar to those in the first phase, but the influencing factors and management strategies differed. The three categories are: the terrible experience; the further transformation of the parent role; and the management strategies used to adapt to the new role.
The Terrible Experience.
Parents described the experience of their child's terminal illness and death as an all-inclusive experience, but the actual event of the child's death was particularly devastating. Several parents interviewed for the study commented that anyone who hasn't experienced such a loss cannot understand it. One father summed it up ironically, " . . . it's a . . . it's a club. With a very high cost . . . ," and a mother was in tears when she said, "Nothing compares with the loss of your child."
The finality of the death of their child seemed surreal for some parents. One mother, just over a year after her daughter died, said, "I still wake up sometimes in the night and I think-she's not dead. She can't be dead," but added, "Then other times I wake up and ah-It's like you have an insight from way deep down. A realization that she's really dead." There was consensus among parents regarding the difficulty they experienced in coming to terms with their child's death. A mother explained that, "Eventually you have to accept [the death]" and a father said, " . . . It's not nice, but you've got to deal with it."
Participants in this study spoke of the enduring nature of the grief experience, once the child had died. A mother said, "You never forget. It just gets a little easier as time goes on," and then added, "But-I'd never call it easy." Several parents were upset by being told by friends, and sometimes by [distant] family members to "get over it." As a mother, whose son had died 4 years previously said, "We'll never get over the loss of [son]-it's just something we're going to have to try to live with." Another mother indignantly said, " . . . the most insulting thing is . . . it's to tell you . . . when it's all over, you'll just forget it all."
Further Transformation.
Once the death of their child had occurred, parents experienced further transformation of their parental role in that they now had to interact with both their own family and society in the role of parents of a dead child. How parents adapt to this new role is influenced by the events experienced, changes in family and social relationships and, for example, struggling to accept the death, dealing with feelings of guilt or regret and facing significant anniversaries.
The data suggest that family relationships and communication among family members are affected by the adult child's death, with the extent to which parents were able to adapt to their new role being facilitated or constrained by the ease or difficulty of interaction and communication with remaining family members. Many had difficulty talking with their remaining children about the deceased child. A father noted that, "It is a very real reluctance to-to talk about [son's] death, I think. By-by the family." Other families had no difficulty in this area:
Interviewer: No difficulty within the family . . . talking about her? Father:
No. Mother:
Nothing. Nothing at all.
The extent to which communication issues with family members were problematic tended to
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be related to communication patterns enacted by families prior to the adult child's death.
The death of an adult child appeared to engender an increased parental concern for their remaining children. This concern included the desire to have closer relationships with surviving children, and concern about their general safety and well-being, One mother said, " I feel I want to be much closer to [surviving sister]-to know what she's doing, what's happening. More so than before." Similarly, a father expressed concern for his surviving son, "So, every time that kid was out in his car, you started thinking likeYou know, what's going to happen? I didn't think so much of that before when we had two kids." Parents were also mindful that surviving siblings needed to feel just as valued and loved as the child that had died, "We have to be careful, ah, the kids never get this idea that [dead son] isby virtue of his death-something special and better than they are."
Parents reported that reestablishing social relationships after the death of their child could be awkward. This was because others did not engage in conversation with parents about the loss that they had experienced. A mother said, "[It's]-been very isolating for us. People don't talk about these things to you. They will-they will talk about any number of other things." At work, another mother found that, "-some people they can't deal with death at all and they will actually go down a hallway, out of their way, to not come and meet you." But when people did ask how they were it could be difficult to know how to answer. As one mother said, "-if I said I get through one hour at a time and no more, then they were uncomfortable."
There is some suggestion in the data that the reestablishing of social relationship postdeath may be different for parents depending on whether they are city or rural dwellers. Parents who were city dwellers tended to indicate greater isolation and social difficulties than their rural counterparts. A rural resident said of her friends that, "They were still the same way [after daughter died]," and another rural resident mother said of her friends and neighbors, "-these people are still very kind and helpful."
Parents felt that nonprofessionals-work colleagues, and friends and neighbors-who were aware that they had lost a child should be prepared to lend a sympathetic ear. One father said that, " . . . You need other people to . . . to acknowledge-that [you] are suffering a loss," and another father said that because of his experience he now knows that if he met someone who has lost an adult child he would, "Show some interest, because you know that this is what they want to talk about." All parents stressed the importance of being prepared to listen, "I think you can be there to listen to them"; and, "Your heart and your prayers go out to them-and you hug them. If they wanted to talk about it then you couldYou'd listen."
After the death, professional support continued to be available to those who had received it during the child's illness. One couple did have an employee assistance program they could have used, but none of the other interviewees had such a service available to them. The opinion as to the value of group counseling varied. One father was outright dismissive, "I certainly would not want to go to a parents' group-that had lost children. That would not do anything for me." When available, or offered, parents appreciated the continuing support from health-care professionals. However, when such support was available, it wasn't always appropriate, " . . . it was a good group, but it was people that have lost their spouses and . . . you know, like that. And I was the only one there that had lost a child." A father, who along with his wife had received professional support throughout his daughter's illness and death, and who was not part of a bereavement group, commented, "How can you talk to anybody about what you really feel inside, when, you know, they have no idea of it?"
A mother who had experienced the death of her brother a few years before her son died said, "I find the pain's different and it seems to be harder to get over." Most missed was the contact with the child. A mother said, "Lots of times I hear things and see people and ah-think, oh God, I'd like to tell M.L., you know. And that's when it really-really hits me that I can't." A father's comment was very illustrative, "We've still got that hole there that will never be filled."
Memorial services were stressful, especially soon after the death. One mother described, "I went to a memorial thing at [the hospital where son died], and it was shortly after he died, and uhm, I just couldn't handle it. I walked out." A father described how three memorial services were organized for his daughter, "It was tough to go through because you're revisiting it all the time. And you want to get past that pain." Anniversaries (birthdays and Christmas, and the anniversary of the death) are hard for the parents, especially first anniversaries. A mother's comment, "I found the first birthday afterwards hardest" was representative. Another couple dealt with anniversaries, "Every year on M.'s birthday or on the anniversary dates, uhm, we've done something that's meaningful to us." But sometimes the more mundane had to be faced, such as the mother who described an anxiety attack when she had to complete her dead child's final tax return.
At the time of the interviews, nearly all parents were still in contact with the spouse of their dead child, even if the spouse had remarried. However, one such spouse had moved away to remarry, and the mother said, "Not only, I feel for me, have I lost [son] now. I've lost [daughter-inlaw] too."
Feelings of guilt and regret were not as prominent in these interviews as we expected. Any regrets or guilt were not over the child becoming ill, but what the parents were able to do for the child during the illness. This was obviously balanced against the child's autonomy, wishes, etc. Overall, the parent's role during their child's illness influenced their feelings of remorse after the death. Even if there are guilt feelings, they may be regarded as irrational, such as the mother who said, "I find I still try and blame myself for things. I mean I know it's not my fault but you do. I guess because you're a parent." Another mother, talking of her son's death, said that sometimes she asks herself, "maybe if I'd have done this."
7. Managing Strategies. We identified four ways in which parents managed their new role: keeping memories of the dead child alive; talking about the dead child; staying connected with the grandchildren, if present; and a willingness to help others having (had) the same experience.
Keeping memories of the dead child alive was extremely important to the parents. One mother summed it up, "You live on-on the joy. On the good memories." None of the parents had created "shrines" to the dead child, but of the parents interviewed in their home, all had at least one picture of the dead child in the room where the interview was conducted.
Closely related to keeping memories alive is talking about the dead child. One mother (two of whose daughters had died), said, "They may not be here, but they're still my daughters." Yet another mother explained, "When people talk to us about [dead daughter] they see, you know, the love in our eyes."
A father described why he and his wife talked about their dead daughter, "It ah, sort of eases what you have on-in your heart and what you have on your mind-you don't want to let go [of her]." Similarly, a mother explained why, although talking about her daughter made people feel uneasy, it was very important to be able to talk, "Sometimes I think that makes people feel uncomfortable. But I have to do it because I can't let her die for me that way." Although talking about their dead child was important, the parents explained, "You don't want necessarily to talk about it all the time." A father commented, "like we do not on purpose . . . uhm, throw her name out all the time. But in the same token, we don't try and hide it."
Grandchildren were very important to the bereaved parents. A father's comment was typical, "We have a part of [dead daughter] that's still living," and a mother echoed his sentiment, "This {granddaughter] is part of [dead son]." In some cases the continuing contact with the grandchild was threatened, and this possibility was very distressing for the parents. "I had dealt with the loss of C. and worried that I wasn't going to get to see his daughter too," said a mother.
Every parent who agreed to be interviewed stated that they did so in order to help others experiencing a similar loss. A typical comment was, "We both feel if we can help somebody else in our situation, that's really the purpose of why we're agreeing to do this." Other ways in which help to others was offered was in advice on how to support them. "Be there to listen to them," if that person wanted to talk. One mother said, "People 'phoning is a no-no. I hated that. Ah, maybe dropping someone a line," but no others were so adamantly against receiving telephone calls. All parents agreed that if they met someone going through the same experience of either a dying, or a deceased (adult) child, they would "Reach out a little more-you understand them a little better," and "Let them know you areyour-your feeling is with them, and not simply avoid the subject-as so many people do."
DISCUSSION
Forty years ago Gorer stated that, "the most distressing and long-lasting of all grief . . . is the loss of a grown child." 22 The current study, which examines parental experiences associated with the death of an adult child from cancer, from diagnosis to bereavement, helps redress the gaps in existing literature. The data clearly demonstrate the parental role as an enduring one that undergoes transformation during the course of the adult child's disease trajectory. The major, if not surprising, finding is that parents still see themselves as parents, no matter what their age or the age of their child, and retain a view of themselves as parents after their child has died. The literature pertaining to parents of adult children with malignancy is sparse, so comparison of our results has to be made, in many areas, with results of studies of parents of minors. Although there are similarities, supporting the concept of the parent as "always a parent," there are differences, particularly where autonomy is concerned.
Investigations of parents of minor children with cancer have shown that the parents see themselves as advocates for their child, 27,28,29 although Boman et al. 28 did find that loneliness, fear and uncertainty were characteristic. Our findings agree with those of Grinyer, that parents of adult children with cancer felt isolated and helpless if not involved in the care of their adult child. 30 The parents in our study felt a strong conflict between their innate desire to "parent" their child, and their recognition of their child's autonomy. We do not know whether this differs from the normal relationship between parents and their adult children. Papers in this area, such as that by van Wel et al., 31 typically look at the relationship from the adult child's perspective. Nydegger, 32 also utlizing the child's perspective, only considers the father's role when describing the establishment of independence by a child as a success for parents. In our study, most parents had achieved, or were achieving, this success (i.e., they had become comfortable with their child's independence and autonomy). The presence of a life-threatening illness in the child challenges the parents' recognition of autonomy, and they (the parents) recognize this, however reluctantly. Our study participants reinforced the intense sense of helplessness felt when one lives an experience beyond one's control.
Pillemer and Suitor 33 posit three possible ways in which (adult) children's problems affect elderly parents: parents have to provide help to their children, which disrupts the parents' lives; the child cannot provide expected help to the parent; and parents expectations of the normal are violated by a child with "problems." Although the problems they were studying were disability, emotional disturbance, and mental illness, there were some similarities to the terminal cancer population. Undoubtedly, an adult child with a fatal illness is a violation of the normal life course, and is disruptive to the parents' lives. All parents interviewed wanted to provide help to their child, but were not able to do so to the extent that they wished.
Rossi and Rossi 34 found that for the adult child "normative obligations" are equally strong between parent and child, and child and parent. They also showed that help from parent to child diminishes as both grow older. This supports the concept of the "challenge to the normal" that occurs when the adult child becomes seriously ill. The parents now want to increase their level of help, but the child's autonomy and/or the presence of a spouse limit the amount of help that they are allowed to give. Rossi et al. 34 found that parents tend to give more help to unmarried children than to married.
Over 20 years ago Kreuger et al. 35 found that parents of pediatric patients need repeated and thorough information about the disease and the therapy. Information increases the effectiveness of coping strategies and competency as a care provider. 36 Parents of younger children may seek information because of dissatisfaction with doctors; to "control" the health professionals; and, as in our study, to learn more about the condition. 37 One study found that parents used information for emotional support. 38 We found that although all parents wanted information, not all sought it themselves, but were content to receive it from other children or from their child with the cancer. They sought information to understand what was happening to their child. Parents of younger children seek information in order to be advocates for their child 29 but in our study the child was his or her own advocate. Uninformed parents of adult children feel frustrated and helpless, 30 but different parents have varying needs and want different levels of information, which caregivers should determine.
We could not find any studies directly addressing the relationship of parents of sick adult children with health care professionals (HCPs). Some studies of parents of minors with chronic illness or cancer suggested some dissatisfaction with the HCPs, especially physicians. Hentinen et al. 39 showed that a good relationship with the HCPs helped "good" adaptation to having a child with a chronic illness. All parents we interviewed wished to be included in discussions with the HCPs, and those who were included in these discussions reported greater satisfaction with their involvement in their child's illness. This is in agreement with Holm et al.'s recommendation for parents of minors with cancer, that they be included in their child's treatment and management. 27 We found that even though their child is an adult and autonomous, the parents still wish to have some involvement in their child's management, although they recognize the limitations of that involvement. All wanted recognition by the HCPs as being part of the family system and the focus of care. Parents who received counseling during their child's illness appreciated the support, whereas those not offered counseling could feel abandoned.
Our investigation found an understandable parental concern for surviving children but we found no empirical investigations pertaining to this. Although some parents denied concern for the surviving child(ren), they all had a need for regular contact with the surviving child(ren).
All of the published studies that we found concerning parental bereavement of an adult child were concerned with either violent deaths [5] [6] [7] [8] and/or the psychiatric outcome of bereavement. 3, 4, 7, 8, 9, 11, [16] [17] [18] We asked parents what was important to them after the death of their child. They all told us that the loss of a child is something that no one can understand if they have not experienced it, and that they want others to recognize this. It is important that they keep the memory of their child alive, and are allowed to talk about the child. The provision of bereavement counseling was not rated highly by everyone in this sample, a finding supported by a review of bereavement counseling for parents. 40 Parent communication with adult children has not been studied, but we found it to be important in the context of this study. Parents need to be aware of the importance of discussing important issues, including the "goodbyes" before impaired consciousness impedes meaningful communication. Our impression was that the more open the preillness communication and relationship with the adult child, the better parents and the remainder of the family managed after the death. However, this is a difficult area that needs further study.
This study has, of course, some limitations. We did not attempt to assess the influence of place of death (home, hospital, or PCU/hospice), nor of the involvement of a palliative care service. The selection of parents for interview was not truly random, and 7 of the 17 parents approached for participation declined interview, stating either that they were not ready to relive their experience, or that they felt that they had nothing to contribute. These are valid reasons, but we do not know whether there were other factors that would have influenced our findings. Nonetheless, the consistency of the reported experiences persuades us that our sample is broadly representative.
Our study has raised the following areas that require further examination: the relationship between the parents and the adult child's spouse with specific attention to gender differences; the relationship with surviving children; impact of pre-existing relationship and communication factors in the family relationship; and, finally, the extent to which parents of adult children are included as part of the family system by HCPs. We have provided further detail about the experiences, from diagnosis to bereavement, of parents of an adult child with cancer. We recommend that healthcare professionals caring for dying young adults include the patients' parents within the circle of care, and acknowledge the intensity of their experience. Such parents may also need prolonged support after the death.
